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Available online 18 March 2019In line with healthcare reform across the world, the National Clinical Programme for Epilepsy (NCPE) in Ireland
describes a model that aims to achieve holistic integrated person (patient)-centered care (PCC).While generally
welcomed by stakeholders, the steps required to realize the NCPE ambition and the preparedness of those in-
volved to make the journey are not clear. This study explored the perceptions of healthcare providers in the
Irish epilepsy care ecosystem to understand their level of readiness to realize the benefits of an integrated PCC
model. Ethnographic fieldwork including observations of different clinical settings across three regions in
Ireland and one-to-one interviews with consultant epileptologists (n = 3), epilepsy specialist nurses (n = 5),
general practitioners (n = 4), and senior healthcare managers (n = 3) were conducted. While there is a
person-centered ambiance and a disposition toward advancing integrated PCC, there are limits to the readiness
of the epilepsy care environment to fully meet the aspirations of healthcare reform. These are the following:
underdeveloped healthcare partnerships;, poor care coordination;, unintended consequences of innovation;,
and tension between pace and productivity. In the journey from policy to practice, the following multiple ten-
sions collide: policy aims to improve services for all patients while simultaneously individualizing care; demands
for productivity limit the time and space required to engage in incremental and iterative improvement initiatives.
Understanding these tensions is an essential first step on the pathway to integrated PCC implementation.




Health professionals in epilepsy care
Integrated care
Chronic disease1. Introduction
Modernization of healthcare systems across the world is aiming to
move from simply treating illness to also promoting and maintaining
health and well-being. Achieving this balance requires a reform from
traditional episodic, reactive, hospital-centric healthcare to a modern
integrated model of person (patient)-centered care (PCC) [1–10].
Integrated PCC is about ensuring that individuals have timely access to
safe and efficient quality health services that meet their life-course
needs and are coordinated across a continuum of care [11]. It also
involves a shift from medical paternalism to a more interpersonal col-
laborative relationship between patient and (health) carer [12–14].
The overall ambition of integrated PCC is the realization of the quadru-
ple aim of enhancing patient experience, improving population health,
reducing costs, and improving the working life of healthcare providers
(HCPs) [6,7,9,15]., Royal College of Surgeons in
, Dublin 2 D02 VN51, Ireland.
s).While integrated PCC is a key feature of current healthcare reform
policies, this does not mean it will automatically translate into
healthcare practice [16]. Coordinating care around the needs of the indi-
vidual patient demands integrating knowledge and practice through
collaboration both within and across professional, disciplinary, organi-
zational, and sectoral boundaries [2,6,17,18]. It also requires HCPs
to embrace new ways of working to drive better value within the
healthcare system. However, a variety of coexisting realities for the ac-
tors involved may present multiple barriers to the necessary collabora-
tive practice and desired innovation [2,19]. Exploring these social
factors is fundamental to understanding the challenge of moving from
statements of intent within policy to meaningful implementation [16].
As part of the ongoing national healthcare reform, the Irish Health
Service Executive (HSE) established the National Clinical Programmes
(NCP) in 2010 to drive service improvements in specific clinical do-
mains [20]. Epilepsy care was one of the areas targeted by the NCPs
for reform [20]. Characterized by the occurrence of recurrent unpro-
voked seizures, epilepsy can have significant quality of life conse-
quences. Those with difficult to control or drug-resistant epilepsy have
ongoing chronic care needs with increased likelihood of comorbidities,
Table 2
Interview participants.
Role ID Sex Site (see also Table 1)
Epileptologists E1 Male Hospital Site A
E2 Male Hospital Site C




ANP1 Female Hospital Site B
ANP2 Female Hospital Site B
ANP3 Female Hospital Site D
ANP4 Female Hospital Site D
RN1 Female Hospital Site D




Healthcare Managers HCM1 Male Non-hospital based HSE
senior management.HCM2 Female
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increased mortality risk [21,22]. Accordingly, the National Clinical
Programme for Epilepsy (NCPE) describes a model that aims to achieve
holistic integrated PCC [23–25]. Although its goals are generally agreed
and welcomed by stakeholders, the steps required to realize the NCPE
ambition and the preparedness of those concerned tomake the journey
are not clear.
The study presented in this paper aimed at understanding
the readiness of the Irish epilepsy care ecosystem to realize the ben-
efits of an integrated PCC model as advocated in current healthcare
policy. Using a qualitative ethnographic investigation, the study
focuses on the perspective of the HCP to learn about prevailing
behaviors, attitudes, and values. Ultimately, the goal was to use
learning from this investigation to inform the pathway to integrated
PCC implementation.HCM3 Female2. Methods
2.1. Study design
This study is part of a wider exploration of the epilepsy care ecology
in Ireland which was conducted to understand both HCPs, and people
with epilepsy's experiences of PCC and integrated care in practice.
Through the lens of those involved in its provision, ethnographic field-
work was used to explore the everyday practice and nature of transac-
tions in epilepsy care. Direct observation by researchers within the
physical space of healthcare delivery helped clarify the meaning
and context of epilepsy care (Table 1). In parallel, semi-structured
one-to-one interviews were conducted to learn about PCC barriers
and facilitators through the lived experience of HCPs (Table 2). To
capture the fullest range of data, a stratified sample of epilepsy services
representing a range ofHCPs (Table 2), a variety of clinic types (Table 1),
and covering different geographical locations (Tables 1 and 2) were
recruited to the study.2.2. Study setting, participants, and data collection
2.2.1. Observations
Over 100 h of nonparticipatory, documented observations were
conducted at four hospital-based epilepsy centers across three regions
in Ireland (Table 1). Settings observed included the waiting room of
epilepsy outpatient clinics, patient with epilepsy and family group edu-
cation sessions provided by HCPs, rapid access seizure clinics, one-to-
one face-to-face consultations between clinicians and patients, and
virtual clinics conducted by telephone known as the telephone advice
line (TAL). Researchers engaged in both passive observations, where
they positioned themselves unobtrusively in the study setting, and
shadowed some clinicians, with their agreement, as they navigated
the epilepsy care setting. Field notes on observations of behaviors and
interactions, layout of clinic rooms, work spaces and waiting areas,
and the emotional tone of the environment were documented. As it is
considered a key enabler in healthcare reform, the degree to whichTable 1
Observation log.












N Ytechnology tools, such as electronic patient records (EPRs), play a part
in healthcare provision was also noted.
2.2.2. Interviews
Semi-structured interviews were also conducted with healthcare
professionals and managers (n = 15) (Table 2) about their everyday
experience of delivering services and care for people with epilepsy.
The interviewees included general practitioners (GPs) representing pri-
mary care (n = 4), consultant epileptologists (n = 3), advanced nurse
practitioners (ANPs)/registered nurses representing the hospital-
based specialist epilepsy care perspective (n=5), and senior healthcare
managers (n = 3) representing the HSE which provides all of Ireland's
public health services in hospitals and communities across the country.
Interviews were conducted at a location convenient to the interviewee,
were audio recorded and lasted between 45 and 60 min.
The interview questions were guided by the following topics which
were based on key dimensions of PCC [11–13,26]:
• taking a holistic approach to healthcare needs;
• treating the patient as an expert;
• recognizing patient autonomy;
• experience of sharing responsibility and decision-making;
• maintaining dignity and respect for patients;
• use of information and communication technology to support
care needs.
2.2.3. Data analysis
Recordings of interviews were transcribed verbatim, and each
participant was given a unique identifier. All interview transcripts
and observation field notes were deidentified, collated, and
analyzed using NVivo. Through a multiphased thematic analysis [27],
the everyday tensions between the aims of the NCPE model of
care [23] and participants' realities of healthcare delivery were induc-
tively examined. Data analysis involved the following stages: data
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repeated group sessions where the full team of researchers came
together to discuss and compare analyses of ethnographic observations
and interviews to reach consensus on final data interpretations.
Analysis was ongoing from when the first set of data became available
and continued over the complete course of data collection.
2.2.4. Ethical considerations
Ethical approval for the project was granted by the Research Ethics
Committees of participating sites (universities and clinical sites).
3. Findings
The findings indicate that while there is a person-centered ambi-
ance, there are nontrivial limits to the readiness of the epilepsy care en-
vironment to fully meet the integrated PCC aspirations of healthcare
reform. Nevertheless, HCPs demonstrate a willingness to advance PCC.
These limits and tensions therein are illustrated under the following
four key themes that emerged from the data: (i) unconscious bias and
underdeveloped healthcare partnerships;, (ii) moving toward coordi-
nated care;, (iii) managing contradictory consequences of innovation;,
and (iv) balancing efficiency and effectiveness.
3.1. Unconscious bias and underdeveloped healthcare partnerships
While the data illustrated biases held by participants that could
hinder development of the interprofessional, interorganizational, or pa-
tient–clinician alliances required to accomplish integrated PCC, it also
showed their recognition that they could do better. For example,
a hospital-based consultant epileptologist expressed a reluctance to dis-
charge patients back to primary carewhile at the same time considering
the need to change their practice:
I don't (discharge) because GPs often won't take them… They are
not comfortable… if you ask the average GP theywill say that people
with epilepsy should be under the care of a neurologist… the
problem is just the number of people with epilepsy… So it is very
hard to discharge patients… what I might say is, “Listen, if you are
in trouble call the nurses”… Maybe that is something I need to
change, more proactive discharging [E3].
Similarly, a view held by a GP that comprehensive care is their do-
minion may represent both a barrier to interorganizational collabora-
tion and a simultaneous expression of willingness to ensure care is
delivered in the most appropriate setting for the patient:
I think as a GP we don't get to treat single disease, we don't have
single disease clinics… people come into us and you have no idea
what is wrong with them… the first thing any trained GP will say,
“And what else, and what else?”… I see general practice almost
means the same as holistic care [GP1].
Depending on their perspective, HCPs' opinions about the behaviors
and expectations of the patient may further thwart care integration.
A participating ANP noted:
… (patients are) very reluctant (to be discharged from the hospital-
based specialist service to primary care) because they feel once they
go, they won't get back in [ANP4].
However, by engaging the patient as a partner in meaningful
decision-making, such opinions can be elucidated and may help to de-
velop better patient confidence in thewider collaborative care network.
For example, during a group education session for people with epilepsy
and their families held at a hospital-based specialist center, researchers
observed a consultant epileptologist acknowledging the importance ofintegrating the experiential knowledge of the patient into the care
team:
I have no idea what it's like to live with epilepsy… You are the ex-
perts… I have never had epilepsy… I'm an expert in medicine… [E1].
3.2. Moving toward coordinated care
The findings illustrate that HCPs experience a tension between pro-
viding a timely response to patient needs and taking time to improve
the interprofessional reciprocity that is bubbling under the surface. In
recalling a telephone conversation with a GP who was seeking advice
about a person with epilepsy, an ANP realized the danger of creating a
dependency on the hospital-based service rather than enabling a better
primary-specialist shared care approach:
The GP is the gatekeeper, he has the comorbidities… he has the
whole history there… that I can't see, I am the wrong person
to make a decision. That person is physically in front of him,
he can examine them, take a history, he has a duty of care… All
you are doing is taking ownership of their problems and you don't
build up any confidence in that person to actually resolve their
own problem. So what do you do? You create a dependency
[ANP1].
Likewise, a limited understanding of, or communicationwith, services
beyond their own frame of reference can result in hospital-based services
addressing a patient need that may more appropriately be managed in
the community, as illustrated in the quote below from an ANP:
… it can be an alarm, somebody wanted an alarm there recently to
video their seizures and they wanted a letter from us. Where is the
social worker for applying for aids and appliances in the social
welfare department? Why is it a nursing job… we actually don't
have the knowledge to do it…you can't forget who is outside the
walls of a hospital and there are lots of people who know these peo-
ple apart from us. We think we know them well… [ANP1].
A statement by a hospital-based consultant epileptologist also
illustrates how one-way communication reinforces fragmented care:
99% of the time that I see a patient, I write a letter to the GP. I receive
no letters from theGPs about their interactionwith patients except a
referral letter [E1].
Recognizing how a lack of proper coordination can result in
suboptimal patient care and needless waste of finite resources, an ANP
also stated:
It is complex… healthcare isn't simple, there is a lot of people
employed in it, there is a lot of roles and a lot of responsibility and
a lot of overlap and a lot of duplication… [ANP1].
It's supposed to be shared care [ANP, Site A observation].
While the requirement for better coordination and partnerships in
care is appreciated by HCPs, understanding how these might be shaped
remains a question:
… there should be some element of boundaries and (recognition)
that the patient and doctor have different roles [GP2].
I try tomake the decisions… you have to be a little bit paternalistic…
I try to involve patients in decision-making… there is always more
you can do… I try to give care to a population of people and be
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ends of the earth for an individual person [E3].
… but a partnership doesn't mean handing and investing all the
power in one of the partners, it is more about… acknowledging
the expertise, the role that each has… [HCM1].
3.3. Managing contradictory consequences of innovation
Observational data demonstrated that the Irish epilepsy care do-
main has adopted new ways of working and technological innovations
with the aim of creating better value for both healthcare recipients
and health service funders. Such initiatives are promoted in health
service reformpolicy including theNCPEmodel of care. The national ep-
ilepsy EPR [28] and nurse led TAL are two such examples witnessed
by researchers.
The observational data revealed how the EPR enables better conti-
nuity and coordination of care, both key PCC features, by ensuring
patient information is available when and where needed. However,
as expressed by ANPs, the EPR can also impact on effective communica-
tion as it diverts focus and attention away from the patient to enable
data input. As demonstrated in one example below, this prompted an
ANP to periodically reassure the patient:
Don't mind me looking at the screen, I am listening [ANP, Site B
observation].
Typically, HCPs acknowledged both advantages and disadvantages
with the EPR:
The benefits of the EPR far outweigh its problems… I can get all the
info I need before I ring (via telephone) someone back [ANP, Site B
observation].
However, as stated by a healthcare manager, a lack of interoperabil-
ity between health information systems, such as the epilepsy EPR,
diminishes the possibility for service integration:
… we do have our challenges in terms of our siloed ways of work-
ing… within a care division… our own individual professions…
across hospital and community, and also in terms of data. So, we
have got really good (IT) systems in primary care, they don't talk
to (IT) systems in hospital… [HCM2].
As illustrated in the observation data, this poor information technol-
ogy (IT) interoperability can lead to frustration among clinicians regard-
ing availability and access to information:
… five patients so far today without access to scans and reports…
how can we… treat patients without all the information?… I'll have
to write and get the scans, howmanymonths will that take? [E, Site
B observation].
Meanwhile, findings regarding the epilepsy TAL revealed tensions
between supply and demand. The aim of the epilepsy TAL is to deliver
virtual clinics, where appropriate, by moving away from traditional
face-to-face patient–clinician encounters; reduce unnecessary hospital
visits; improve access to care; and increase value for money. The nature
of the TAL service and the fact that it can be accessed from any location
means HCPs consider it to be very person-centered as evidenced in the
following excerpts:
They (the patient) are in their home, they are not in a clinic room…
they havemy full attention on the phone and you get to talk to them
for a little bit longer on the phone… I find sometimes they are a little
bit more open… [ANP4].(via telephone)…we get to know them (the patient) in a very short
time… we build a picture of what their life is, what is impacting on
their life… [ANP3].
Another ANP highlighted that patients can leave a message and
expect a return call:
… The response time is almost instantaneous depending on the
complexity of the (reason for the) call… There is two things… the
complexity of the call and… the level of experience of the person
who is using (operating the TAL) the phone [ANP2].
Healthcare providers place importance on the TAL as a timely
access point to specialist services for people with epilepsy. Additionally,
observational data revealed that during clinical encounters, the
epileptologists frequently advised patients to “give us a call”.
However, while appreciated as value-adding, the TAL was also seen
sometimes as intense and unpredictable. Observations of ANPs oper-
ating the TAL demonstrated a relatively unfavorable working envi-
ronment. In one site, ANPs were observed working in a cramped
and stuffy office, not insulated from the sounds of the hospital or
the outside (screeching seagulls) with the sun intensely shining
through the window.
No one likesworking on the TAL… so tiring and sobusy… Every time
I look at the phone, the bloody light is on (indicates message
waiting) [ANP, Site B observation].
Another ANP enters and works TAL, comments; “we pick up a lot of
the pieces”. [ANP, Site B observation]
Across all of the study sites, a demanding succession of TAL calls,
often of a complex nature, was observed frequently preventing the
ANPs from taking a proper break, or even drinking a cup of coffee
while working. Calls could come from multiple stakeholders includ-
ing patients, GPs, and pharmacists for example. One of the sites had
recently changed from a live call system to the ANP responding to
voicemails left by callers.
Themessage service works well but you are never finished with it…
that red light just keeps blinking… (messages require logging before
responding)… been here until 6 or 7 just logging calls, never mind
returning them… no idea howmanymessages there are… That light
flashing, it's just so stressful [ANP, Site A observation].
3.4. Balancing efficiency and effectiveness
Observations and participant interviews highlighted how a frantic
pace or time pressure in the clinical setting can inhibit person-
centeredness and create frustration for clinicians as they try to balance
the organizational requirement for efficiency with the patient need for
effectiveness. The challenges HCPs experience in this regard can impact
on the patient, the HCP themselves and/or their family, and the
healthcare system as demonstrated in the following extracts:
… you have to remember there is awhole load of peoplewaiting in a
waiting room, getting frustrated because you are spending longer
with one person and they are being delayed etc. So, it is a tightrope
and a balancing act [GP3].
I don't have the time to do the work we are already doing… I don't
even have the time to think about it… I keep taking on more
work…we are doing things here that may or may not be working. I
have no way of auditing anything; no time to follow through; no
time to reflect [ANP, Site A observation].
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lack of resources… pace is the priority… [ANP1].
I have learned the hard way… it is not right to just impose a certain
tenminutes, that is not theway life is… sometimes if a personwants
to talk, you have to give them that time… if a patient spends half an
hour with me then they have an expectancy that that is how much
time they can spendwithmeevery time… theywish to seemeevery
time they come becausewe have built up a rapport…And that is not
possible… I don't think I manage my time particularly well [E2].
My clinic used to start at 13:30… and would sometimes go on until
19:00 or 20:00… I was flexible to allow people to talk or to allow
myself to address things… (but) it had a lot of negative effects…
people who were seen at 18:00 or 19:00 were very unhappy to be
seen at that time… the nurses who were in the outpatients at
18:00 or 19:00 were very unhappy about being here… And my
own family was very unhappy about me returning home late [E3].
Clinics are rushed. If you are well, you get 10 minutes. The health
system is under resourced, understaffed and overbooked… I'm try-
ing to do three or four things… It's a pain trying to balance things
[ANP, Site B observation].
The system puts us under somuch pressure and stress…Wehave to
see somany patients; there aren't enough doctors and nurses [E, Site
B observation].
The preceding excerpts comprehensively emphasize that while
HCPs want to be person-centered and accommodate individual patient
needs, the pressure to meet demands on health services within a finite
timeframe poses a challenge to meeting this goal.4. Discussion
Healthcare is a hugely complex system made up of a number
of moving, evolving, and interdependent elements [29]. Therefore,
the challenge of translating reform policies to action, while simulta-
neously maintaining day-to-day healthcare and service delivery, is
not insignificant [16]. In the context of healthcare reform in Ireland
[20,23,24,30,31] and from the perspective of the HCP, this ethno-
graphic study examined the current Irish epilepsy care landscape,
and the motivations, values, and expectations of the actors involved.
The study was prompted by a desire to develop a realistic roadmap
for implementing a new model of integrated PCC for people with
epilepsy in Ireland [23].
While the findings of the study demonstrate examples of a
person-centered approach to care, they highlight coexisting pressures
against advancing and optimizing the integrated PCC aspirations of
healthcare reform. Assumptions explicit and implicit in the NCPE
model of care about the readiness of the clinical environment to adopt
and execute its recommendations are not borne out by the evidence.
Although the model advocates integration, boundaries perpetuated
within and between professions, disciplines, organizations, and sectors
are resulting inmissed opportunities for collaborative practice and con-
sequent limits to the optimal coordination of patient care. Technological
and service innovation aimed at creating better healthcare partnerships
is at times resulting in greater dependencies rather than the intended
clinician–clinician shared care and clinician–patient shared decision-
making paradigm. Demand for pace and productivity is experienced
by HCPs as running counter to the principles of PCC.
Given theories of boundaries and the recognized “labour of division”
[17] undertaken by professions to build its field of knowledge and
expert authority, a tendency toward territorialism observed in this
study is not surprising. Transforming the resulting entrenchedfragmented practices requires active change management to create
spaces for communication and to build the alliances required for inte-
grated PCC [14,32]. Similarly, without meaningful shared governance
across organizational and/or sectoral boundaries, opportunities for
identifying common ground, setting shared priorities, and building
trust and mutuality are thwarted [7].
Adoption of new ways of working and new technologies by HCPs
to support integrated PCC, particularly in hospital settings was demon-
strated in this study. The TAL is enabling delivery of care when and
where needed while the EPR facilitates timely sharing and exchange
of patient information to enable integration of epilepsy care. However,
unintended consequences of these initiatives were also identified. The
EPR related ergonomic and interoperability issues pose a challenge
to HCPs capacity to fully realize integrated PCC benefits. A recent
New Yorker article similarly reported dissatisfaction among clinicians
who feel that instead of making care easier, digitization is trapping
them behind their computer screens [33]. Likewise, its responsiveness
together with poor workplace aesthetics can result in stressful work-
load for HCPs delivering the TAL service. Given the growing awareness
of innovation-related clinician burnout and its association with poor
patient satisfaction and quality of care [34,35], careful implementation
of healthcare innovations is required to reduce or prevent such
unplanned effects.
The effects of neoliberalism on healthcare, similar to all public
service delivery, have demanded the measurement of efficiency, with
outcomes based on quantifiable activities [36] such as the number of
patients seen, or the number of procedures carried out by the HCP dur-
ing a clinical session. As a consequence, HCPwork can become relatively
task-oriented to meet the desired productivity [36]. Although the lead-
ership role of ANPs in driving collaborative epilepsy care in Ireland has
been recognized [24], an everyday focus on the management or mis-
management of time poses a challenge to fully realizing the goal. In
this study, and as also found in Gachoud et al. and Sharp et al. [3,36],
HCPs indicated that the tension between the time required to identify
and respond to the individual patient's needs and the pressure to
meet workload targets presents a considerable barrier to delivering
holistic integrated PCC.5. Limitations
This ethnographic analysis of the epilepsy care ecosystem in Ireland
focused not only on the perspective of the HCP predominantly from the
setting of hospital-based specialist epilepsy centers, but also on GPs and
senior healthcaremanagers. A number of HSE regionswere represented
in the data. To gain a more comprehensive view an understanding of
further healthcare settings and the perspective of other stakeholders,
must also be considered. This should include, the person with epilepsy,
their family and/or care partners, allied health professionals, commu-
nity resource officers, non-consultant hospital doctors, primary care
nurses, healthcare administrators and managers at different levels. As
part of the wider project from which this study emanated some of
these are being explored, with companion manuscripts about the pa-
tient and their family/care partner perspective and intersectoral
hospital-community collaboration in preparation.
It is noted that sampling of HCPs is limited to thosewilling to engage
and, therefore, there is an element of self-selection. The presence of
researchers may have encouraged a tendency to complain rather than
discuss successes. However, interactions throughout the study were
numerous and varied enough to see HCPs as committed professionals
who deliver a high standard of care within the limits of a system that
often frustrates them. In using an ethnographic approach, the study
did not seek to generalize as it focuses in a specific area of chronic
care in Ireland. Nevertheless, the findings should be transferrable to
other similarly complex chronic disease domains that struggle with
multidimensional reform challenges.
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In the journey from policy to the practice of integrated PCC, multiple
tensions collide. Firstly, tension between the generalized patient and
the individual patient within policy creates a challenge to those tasked
with its implementation [26], chiefly, because policy aims to improve
care and services for all patients while simultaneously personalizing
care for individuals.
Secondly, the pressure on HCPs to preserve health service continuity
while simultaneously affecting reform of its structures and processes to
drive quality improvement creates further tensions. For example, break-
ing down siloed behaviors and practices; creating the necessary gover-
nance structures; providing appropriate change-management support
and resources; creating the essential reflective time and space to engage
staff in incremental and iterative improvement initiatives will not hap-
pen spontaneously. Given this range of tensions and apparent contra-
dictions, comprehensively achieving policy goals may not be
realistic. Lastly, policy should be recognized as documents of good
intentions, as suggested by Holt et al. [16], which discursively con-
tain the values, rather than necessarily the steps, to guide implemen-
tation and readiness for reform.
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